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　The purpose of this study is two-fold: first, to investigate the unique difficulties faced by informal 
caregivers performing ALS home care, and second, to understand the role of social support from 
the informal caregivers perspective in the context of their difficulties. Through questionnaires and 
interviews with informal caregivers, it was recognized that both caregivers and patients face high 
levels of physical and psychological stress during home care, especially in the transition period of 
introducing a new medical and welfare apparatus. Yet, despite the deterioration of the patients’ 
physical condition, since their consciousness remains clear, they can communicate by making use of 
equipment. Caregivers found this rewarding. This indicates that communication contributes to 
preventing caregivers' burnout. It was also found that a high turnover of visiting care giving 
personnel in home medical care services was stressful for both patients and caregivers. This is 
because socialization with the same personnel often gives comfort to both patients and caregivers.  
Furthermore, it was also discovered that insensitive or excessive attempts to provide social support 
can be perceived negatively by both patients and caregivers. Therefore, specialists should be 
careful when providing social support, making sure that it is in accordance with both the patients’ 
and caregivers’ subjective and objective needs in order to prevent such support from becoming a 
psychological burden.
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